Background: Epilepsy exposes patients to many physical, social, and emotional challenges. Thus, it seems to portray a complex picture and needs holistic care. Medical treatment and psychosocial part of epilepsy remain central to managing and improving the patient's qualify of life through team efforts. Some studies have shown the dimensions of self-management, but its management process of epilepsy patients, especially in Iran, is not clear. This study aimed to determine the disease management process in patients with epilepsy in Iran.
Epilepsy and management and family to the disease, employment rehabilitation, creating safety and improving life style. [5] Patients with epilepsy can adjust themselves with their disease to avoid seizures by changing their lifestyle, and this can be achieved by getting good sleep and controlling their stressful way of life, paying special attention to their regimens, and by medication compliance. All of these contribute to increase their quality of life, and information plays a crucial role here. [4, 7] Although some studies have offered strategies for medical and self-management of various chronic diseases, the paucity of research on the management process of epilepsy as a life-altering disease seems evident. Fraser et al. analyzed the concept of chronic self-management and offered three approaches: (1) Treatment management, (2) role management, and (3) emotional management. [8] Sattoe et al. [9] and Shegog et al. [10] found three primary behavioral domains for self-management: (1) Treatment management, (2) seizure management, and (3) lifestyle management.
The experiences of individuals diagnosed with epilepsy and their reactions and interactions with family, community, healthcare providers, and with each other are essential in management of the disease. Therefore, management of epilepsy is possible only through a study on the patients who have experienced the disease and those who have had interactions with them. [11] Numerous research studies on self-management of epilepsy have been published, [9, 10] but the researchers did not find any comprehensive study about the psychosocial process (PSP) of epilepsy management in the literature, especially in Iran with a different culture, religion, and social structure, and how patients struggle to manage their disease. So, the researchers aimed to determine the disease management process for epileptic patients and highlight the importance of managing epilepsy in a social structure such as Iran, by introducing the concept of management, supervision of patients by self, the medical staff, and families, while promoting patient autonomy and independence. The researchers' team consists of experienced doctors who are faculty members in psychology health nursing, community health nursing, and other related expertise, especially in qualitative research. They have published many qualitative articles in different fields such as epilepsy and other subjects. Also, they have held a number of workshops in qualitative research.
MAterIAls And Methods
This qualitative study was based on Strauss and Corbin's grounded theory and was conducted from January 2009 to February 2012 in Isfahan city (Iran). This method achieves the research objectives in a social dynamic where epilepsy and human behaviors could be best described. [12, 13] According to literature, patients with epilepsy have many problems in psychosocial behavior due to the nature of epilepsy and the community's view about seizure. So, the grounded theory is the best method because it explains human behavior and captures social process, human experience, human interaction, and social concerns in social context. [13] The study participants were the individuals diagnosed with epilepsy. They were selected through a purposeful and snowball sampling process. Then theoretical sampling was used for generating theory when primary codes emerged in comparative analysis and was continued throughout the study. Grounded theory was used during sampling, data collection, and analysis, and 32 samples participated in this research, including 22 patients with epilepsy, 5 healthcare personnel, 4 family members of the patients, and 1 epilepsy association member. Of the total number of participants, 18 were females and 14 were males in the age range of 18-61 years. The inclusion criteria for 22 patients with epilepsy were age above 18 years with diagnosis confirmed by a specialist and at different acuity levels of the disease. Participants were mentally competent and at least 2-24 years post-diagnosis. Sample selection occurred at the local epilepsy association, physicians' offices (neurologist's and psychiatrist's), and at the medical and psychiatry hospital wards. Five medical and nursing staffs were recruited with 5-20 years of working experience in the neurology ward of Kashani Hospital in Isfahan. There were four family members of patients with epilepsy, including father, sister, and mothers. Researchers discontinued data collection once saturation was reached (no new data emerged), common themes and categories were formed, and central variables for grounded theory were identified.
The main data collection method in this study was a semi-structured in-depth interview. After getting acquainted with each participant, the study subjects were asked to sign a written informed consent. Researchers obtained verbal permission to audio tape the interviews and assured all participants of maintaining strict privacy and confidentiality, as voluntary participation was emphasized. Each interview lasted 30-150 min and some of the participants had between one and three interviews for a total of 43 sessions.
After obtaining demographic data, researchers began the interviews with one general question, i.e. "Please tell me about your disease" or "How did you learn about your disease?" or "Tell me how your disease has affected your life and your behaviors." According to the participants' answers, the next set of questions were formed using who, what, Hosseini, et al.: Epilepsy and management where, when, why, and how to further explain personal perspectives. The interviews were recorded on an mp3 player. In addition to semi-structured interviews, field notes, observations, and memos were used as supplemental data.
Corbin and Strauss guide was used to analyze data through simultaneous comparative method as data were being continuously collected. [14] The three stages of open coding, axial coding, and selective coding were applied. In the open coding stage and at the end of the first interview, the transcribed content of every session was reviewed word-by-word and line-by-line as the obtained data were fragmented into significant parts. In this stage, the main sentences were extracted and a code was allocated to each sentence according to its concept. Then the encoded data were compared to cluster similar codes based on their specifications and dimensions. When the primary classifications of the codes were performed, a number of key concepts and categories were identified. In the open coding stage, a large number of open codes were assigned through reduction and verification. Only 191 codes and nine primary categories were considered. The same data analysis process was applied for field notes, memos, and participants' memory collections.
For the axial coding stage, the initial codes and primary categories from the open coding stage were compared with each other and those with similar concepts were merged into one. The correlated categories were also placed around a common axis, which ultimately formed an abstract concept through an induction and deduction process. In this stage, classifications were condensed to create a phenomenon with a background in which the phenomenon occurred.
In the selective coding stage, data were compared using techniques such as writing the main story, diagrams, conceptual models, and review memos. Researcher was able to conceptualize the main psychosocial problem, as the central category among other categories was identified. In this stage, the basic effort was focused on the correlation of concepts with each other, within categories, and with the central category. The final phase was to form a research hypothesis on the management of epilepsy based on the hidden variables in the main story. At last, the researchers retrieved support from the published literature to develop a theory.
The obtained data were assessed for credibility, dependability, conformability, and transferability to assure accuracy and rigor for a qualitative approach. Credibility was ensured through simultaneous comparative analysis as the participants reviewed data for clarity and precision while code extraction matched their lived experiences. Two experienced external reviewers examined our data controlling for unbiased reflections and data collection by interviews, observations, field notes, diaries, memo, and diagrams. Participant profiles showed variability in age, sex, socioeconomic status (SES), culture, disease acuity, and the history of disease onset. Credibility of our findings was enhanced by examining various related theories. Conformability and dependability were established by external observers (experienced faculty members). After slight revision, an agreement was obtained between researchers regarding the matter. The experiences among the participants in the study were found to be similar to those individuals who were not enrolled.
This study was an excerpt of an approved doctoral dissertation thesis with the proposal number of 387061, conducted at the Isfahan University of Medical Sciences (IUM). All participants signed an informed consent prior to participating in the study. They participated voluntarily and were reassured of the confidentiality of the data and anonymity.
Ethical considerations
All participants signed an informed consent prior to participating in the study. They participated voluntarily and were reassured of the confidentiality of the data and anonymity.
results
A theory emerged from this grounded theory research. The "perception of identity loss" was identified as the main psychosocial problem and "search for self-identity" emerged as the main and central variable. In this theory, perception of identity loss with epilepsy is a trigger for the management process of epilepsy in patients and their families. Therefore, they take efforts to preserve self-identity by some strategies, but the main problem remains and they have a sense of burn out. Despite having the feeling of burn out, they search for self-identity. In this research, patients pass PSP as given in Table 1 .
Perception of threat to self-identity
This phase identified the sense of self-abasement and having doubts with a different glance at epilepsy. The 
Efforts to preserve self-identity
The perception of threat to identity emerged at the beginning of the first stage and evolved into the next stage where efforts had to be made to manage the disease and preserve self-identity. Participants identified uncontrollable fits as a direct risk to their identity and recognized that only adequate medical management could help them avoid fits and live a normal life. Participants experienced and went through these steps to protect their identity.
Concealment
Participants intentionally concealed their diagnosis of epilepsy from the public.
Participant #30 (23-year-old woman): Sometimes I hide myself when having a fit so nobody would find out, but in some occasions, I am exposed before reaching my hiding place, and go into convulsion.
With regard to the mean stares and negative attitudes in the community, one participant called epilepsy "a hidden disease" to express the level of secrecy and sensitivity.
Participant #20 (21-year-old girl): Epilepsy should be called as a hidden disease. I do not have as much problem with my disease as the community portrays.
Cooperative self-management
Participants realized that hiding their disease was not always effective, because its discovery seemed inevitable. The sub-category of cooperative self-management emerged when patients decided to cooperate and conquer their disease by accepting family support and medical advice. This strategy was essential to maintain self-identity and participants agreed that they have to consistently comply with the medical management of the disease in order to control seizure episodes. Although self-management seems to be a simple strategy to overcome seizures, participants were also aware that accomplishing such task needed self-directed determination and accepting responsibility with support from the family members and the medical team.
To gain control over personal life and contain the seizure episodes, participants had to adhere to the drug treatment.
All of the participants stated the main reason for taking their medication was to avoid public embarrassment and preserve self-identity, as given below: It is important to mention that majority of Iranians believe in cold-and warm-natured food products and they practice food balance to maintain good health. In this study, the family members carefully observed which food was appropriate to eat or avoid for seizure reduction.
Participant #6 (patient's 54-year-old mother): I pay close attention to what he eats and would not give him any cold-natured foods. I cook warm-natured foods and balance his nutrition.
Strategies to reduce tension and increase calm and tranquillity were implemented. Participants sought tranquillity when angered or while weeping.
Participant #12 (27-year-old woman): I quickly get angry and in my opinion, seizures can be reduced by having inner calm and happiness.
Families make every effort to provide a calm environment for the epileptic patient.
Participant #11 (26-year-old young woman): My mother and my brothers do everything they can for me. They want to do things to make me feel better and happier. They either talk or tell jokes until I laugh and feel happy.
The main therapeutic and surveillance process prescribed by the medical team includes medication, patient's adherence to the treatment, hospitalization, medication dose adjustment, diagnostic testing, and surgical interventions as indicated. The medical management of epilepsy is heavily focused on the medication and sporadically on holistic approaches.
Participant #21 (43-year-old woman): I was glad when my daughter's physician told me not to give her water immediately after convulsion, wait until she feels a little better, her eyes have opened, only offer her water if she wants it and give her the medication immediately to prevent another convulsion.
Healthcare providers prefer some changes in the medical management approach as stated by a physician:
Participant #25 (50-year-old doctor): We understand that medication is not one hundred percent effective. We use the medication to solve the problem and often ignore the rest of the needed care and no one seems concerned. These issues must be resolved and addressed through consultations, patient guidelines and education to correct their attitude toward medical treatment.
Struggle for equilibrium
Patients have to use certain strategies to find equilibrium and common grounds while maintaining their identity. Lack of community awareness about epilepsy and the stares threatened patient's self-identity and strategies had to be made to educate and inform the public about epilepsy and improve their attitude toward patients. Participants struggled to find information on epilepsy and learn how to keep their identity intact. The available resources were other epileptic patients, physicians, epilepsy journals, medical books, seminars, and the epilepsy association.
Participant #21 (43-year-old woman): I participated in two seminars offered by the epilepsy association. They were good. The physician who spoke about epilepsy gave us good information.
The role of faith and religious beliefs was recognized as the most important coping strategy. Participants strongly relied upon their faith to find tranquillity and acceptance of their disease, as religious beliefs gave them hope.
Participant #8 (34-year-old woman): Now, anything that happens, I regard it as the will of God. I come to terms with it and I do not fight it.
Participant #1 (22-year-old young woman): I also try to accept that my disease will always be with me, and I trust in God that someday I may recover.
Community awareness was a strategy favored by all participants as a key factor to preserve self-identity. 
Burn out
In relation to accepting their fate and coming to terms with their diagnosis, none of the participants admitted full acceptance and surrender to their diagnosis. For most of the participants, ineffective disease management led to the sense of helplessness and burn out. Here, the comments were "I cannot do anything anymore" and "the strategy of maintaining self-identity is useless." 
Ineffective control
Although some of the participants relatively succeeded in controlling their seizures, the social label continued to haunt them with a sense of self-abasement, shame, and feeling disgraced. Participants spoke about the shame of having epilepsy and its permanent scars.
Participant #2 (25-year-old man): I cannot come to terms with myself or stop wondering why my friends who were at my level or even lower are now ahead of me. Then I convince myself this is my fate. And again, with another fit, I go through the same self-pity process.
Participant #9 (24-year-old young man): I try to adapt myself to the community and be strong, and yet another fit occurs and puts me back on the first point again. I start all over again as this cycle continues.
Helplessness
From participants' narratives, we concluded that distraction, fear of unknown and spiritual agitation formed a sub-category, i.e. helplessness. Participants rebelled with anger for the ineffective control of epileptic seizures and medication side effects. They feared social labels and different glances in the community, threat to self-identity, and medication side effects. 
dIscussIon
Participants' experiences in this research showed that social labels, lack of public knowledge about epilepsy, and the nature of disease itself threatened their self-identity with each seizure. Telford et al. [15] and Hosseini et al. [3] believed that chronic diseases have a negative effect on self-identity. Participants in this study also had a sense of self-abasement and threat to self-identity. Walsh and Crumble found experiences of shame, loss of self-regard, and contempt from others among their study participants. [3, 16] Comparing the results of this study with the results of other studies on chronic diseases, we found that social labels and threat to self-identity were more pronounced among the Iranian patients with serious consequences.
Identifying the problem was recognized as the first step to manage the issues. Sentiments and perceptions found in this study revealed that efforts were required to protect the patient's identity and help them rebuild their identity as the main and central variable. In this regard, Aujoulat et al. Hosseini, et al.: Epilepsy and management found that for maintaining previous identity, patients must imagine their disease as an enemy with whom they must fight. [17] But Kralik et al. conceptualized the process differently by focusing on recovering the identity as an effort to becoming normal again. [18] In comparison with other studies, [7] our study showed that participants used concealment strategy at a higher rate. According to the Link's hypothesis, individuals facing stereotypes and stigma often apply a coping strategy by keeping low profile, remaining incognito and away from the community. [19] Participations, family members, and the medical team agreed that some degree of supervision was always required to prevent injuries. Patients in this study chose the cooperative self-management approach to assist their families and comply with the medical treatment. In qualitative studies, cooperative supervision and self-management plan, in addition to the patient's compliance were necessary for managing chronic diseases. [7, 20] However, using this model for epilepsy patients according to Bellon et al.' s epilepsy management plans, also termed "care plans" or "support plans," involves collating information on the individual's healthcare needs and documenting how family and support staff should respond and support the individual to achieve their personal goals such as social inclusion and management of their epilepsy in a single document. [21] We found greater family support and less medical guidance for patients, compared to other studies. It is necessary for the medical staff to recognize the psychological and social aspects of epilepsy, in addition to providing medical treatment. The study on Iranian epileptic patients by Hosseini et al. identified a substandard chain of medical management by neurologists, as their treatment plans did not include psychological, social, cultural, and financial considerations for patients and their families and showed strong resistance to change. [22] The other coping strategy for maintaining self-identity was finding equilibrium. Participants searched for information on self-protection and integrated intellectual stand against the challenges to accept their diagnosis. Searching for information to recover self-identity was similarly reported by KilInç and Campbel when patients with epilepsy confront with identity threatening to try restoring identity by learning about seizure triggers and their control. [23] Also, Baskind and Birbeck, [24] Snape et al., [25] and Hosseini et al. [22] reported participants' preference for public education on epilepsy. They reported public education was the best approach to reduce social labels and improve the quality of life of epileptic patients. Based on these findings, education for individuals, families, and the community through media could effectively increase public awareness on epilepsy, improve patient management, and change the attitudes with less labels and shame for patients with epilepsy.
In this study, patients did not easily adapt to or accept their disease, and later learned that acceptance could bring equilibrium and preserve self-identity. Quantitative and qualitative studies in other countries have shown different results in relation to using adaptive strategies for epileptic patients. Some studies have advocated effective coping should include fighting the disease, seeking information, and finding support, while more studies have suggested strategies that are ineffective. [7] By increasing patient awareness on effective coping methods and teaching skills for better coping, the medical team would have a better opportunity to manage epilepsy.
Contrary to the results of this study, Cooper et al. found that patients suffering from intestinal inflammation used self-adaptation approach [26] and Kralik reported that patients in the last stage of a chronic disease had experienced a sense of normalcy with their disease. [27] But in the first stage, we found that patients wanted to recreate a new self to avoid identity loss and later they discovered an identity of self-depreciation and helplessness. Also, the results showed that Iranian patients suffered more deeply from social labels and shame, and some of the coping techniques proved ineffective. According to Jacobi and Snape, in accordance with Gaffman theory, the labeled individuals try to get rid of any threat to their social identity; but once a person is labeled, the deep scars will remain, making it difficult to regain a normal life. [19] Clarke and Games found that individuals suffering from chronic fatigue syndrome move between two types of identity reconstruction, which include absence and disorder in the previous identity and acquiring a new identity or a new self. [28] In a phenomenological study by Whitehead on patients with chronic fatigue and chronic bone infection, three stages of threat to identity were found and efforts were made to identify and reveal a new self or positive self. Individuals acquired a new sense of being a normal individual. [29] Although these studies showed that patients can acquire a new and positive self, we found the threat to self-identity continued and different management strategies were needed to help patients accept their disease.
Limitations of this research include the following: (1) The interviewers were worried about seizures occurring during patients' expression of their emotions in a few interviewees which could lead to the termination of the interview. So, some feelings and emotions were blocked. The researcher interviewed these cases many times. (2) Many patients did not give consent for interview with their families because they were ashamed of having epilepsy.
conclusIon
We conclude that the central variable identified in the early process of disease management was the perception of identity interruption as a basic psychosocial issue and the main aspect recognized was threat to identity. Problem identification is the initial step for finding solution and in this case, it helps the healthcare providers find a way to address patients' needs by creating a patient education plan to supervise a self-managed chronic condition. By offering information and changing the community's attitude, significant improvements can be made to eliminate stereotypes and social labels. Through coping techniques, patients can learn to accept themselves as a human being and protect their personhood. Encouraging family members of patients to be assertive when assisting patients can provide the needed support for medical and personal care. Government funding could help support patients with their medical expenses. The results of this study could initiate subsequent multidisciplinary studies involving medicine, nursing, sociology, psychology, and other specialties for finding a comprehensive plan to help patients with epilepsy. Also, the results of this research provide some information about the management process of epilepsy in the social context of Iran, which could be helpful for better and more effective supervision of nurses, and especially contribute to create independence among patients with epilepsy. The findings of this research provide evidences for the various important roles played by nurses, including educator for patients, family, and community; counsellor; consultant; case manager; advocate; collaborator; and coordinator. So, nurses who have prominent roles should include in their nursing care plan patients with epilepsy, their family, and community.
